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Editorial

Global Leprosy Status in 2020: Still Losing Touch

Carlos Franco-Paredes, up, mru, Griselda Montes de Oca Sanchez, *up, Cassandra White, “rip

Leprosy, also known as Hansen’s Disease, is one of the
oldest diseases that has afflicted humanity. It has been
described in ancient Egyptian and Indian texts dating
600 BCE.' Additionally, the molecular fingerprint of
Mycobacterium leprae—the major aetiologic agent of
leprosy—hasbeenidentified in bioarchaeological records. '~
Recent comparative genomic and phylogeographic
analysis of Mycobacterium leprae has linked its molecular
epidemiology to social historical events, suggesting that
the global spread of leprosy is associated with migration
of humans.? For example, leprosy arrived to the Americas
with West African populations entering the New World
via the transatlantic slave trade. Subsequent waves of
European migration into the Americas were responsible for
later introductions of Mycobacterium leprae.” In Europe,
improvements in social conditions in the second half of
the 16™ Century led to a substantial reduction of leprosy
as genomic comparisons of ancient and modern strains of
Mycobacterium leprae demonstrate remarkable similarity.>
Today, the clustering of cases of leprosy mainly occurs
among individuals living in resource-poor settings with
favourable ecological niches for Mycobacterium leprae
to thrive.?

In 1954, the French philanthropist, Raoul Follereau,
established World Leprosy Day to be observed on the
last Sunday of January.* In India, World Leprosy Day is
observed on 30 January—coinciding with the anniversary
of Mahatma Gandhi’s death on the same day in 1948—in
acknowledgement of Gandhi’s efforts to destigmatise the
disease and improve the lives of people living with it.*
Since its inception, the focus of World Leprosy Day has
been on the promotion of activities to raise awareness of
the disease and to reduce stigma, discrimination and the
resulting social isolation.* Despite these and other efforts to
reduce the burden of leprosy, it remains a much neglected
infectious disease among marginalised populations.>® By
1985, the global prevalence of leprosy was 5.2 million
cases (identified in 122 countries). As a result and with the
advent of multidrug therapy (MDT) to treat leprosy, the

World Health Assembly in 1991 approved a resolution to
eliminate leprosy by the year 2000.' The indicator chosen
to measure this goal was defined as a worldwide prevalence
of <1 case per 10,000 population by the year 2000.°

Although leprosy is no longer considered a public health
risk, according to the World Health Organization (WHO),
new cases reached 600,000 in 2000.°By 2005, the number
of new cases has remained relatively stable with around
200,000 cases reported annually.® Detecting new cases is
considered a marker of active and ongoing transmission® of
Mycobacterium leprae or Mycobacterium lepromatosis—
the 2 mycobacterial species responsible for causing leprosy.!
This year’s commemoration of World Leprosy Day on
26 January marks the 20" anniversary of the elimination
of leprosy as a public health concern. However, since
“elimination” was reached on a global scale in 2000, at least
4 million new cases of leprosy have been identified.* Many
of these cases have been termed the “missing millions”.
They include people living with leprosy (including those
not yet identified by national statistics),®’ individuals with
multibacillary forms of leprosy that have been partially
treated witha WHO-recommended MDT regimen (but who
remain with viable bacilli at the completion of therapy)®
and individuals who have completed MDT (but who suffer
from late-onset leprosy reactions).”!® Some regions and
countries where leprosy had been declared “eliminated”
in the past are now seeing a resurgence of the disease.'"!?
Furthermore, many who have completed MDT are left with
permanent neurological sequelae that result in deformities,
dysfunction, limb loss, blindness and stigma."!

Leprosy is a chronic mycobacterial infection caused by
Mycobacterium leprae and Mycobacterium lepromatosis
that affects the peripheral nerve, skin and nasopharyngeal
mucosa.!!3 The infection produces neurological dysfunction
by directly infecting Schwann cells of the peripheral nerve
leading to demyelination, neuritis and long-term sequelae
in the majority of patients.! Additionally, cutaneous and
mucosal involvement occur due to infection of histiocytes
and keratinocytes. Nerve injury leads to disabilities
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and deformities, making this disease destructive and
stigmatising.” Many patients—particularly those suffering
from any of the multibacillary forms ofthe disease—develop
acute inflammatory episodes called leprosy reactions, which
in turn, produce worsening nerve damage.'” Many newly
diagnosed cases have already developed grade I (40%) or
grade I disability (28%);> many occur in children®and most
cases are multibacillary forms ofleprosy.’ The “elimination”
mantra ofleprosy has already created significant confusion,
particularly when the actual epidemiology of leprosy appears
to be different from the number of official cases reported;
and its mode of transmission remains to be fully elucidated.
The incidence of leprosy in some endemic settings has
remained stable over the last 3 decades (with the number of
cases being 17 times higher than those reported officially).’
In summary, leprosy remains a public health concern in
many settings where official reports do not capture the high
levels of suffering and social injury of patients living with
the disease.'* Additionally, the epidemiology and burden of
disease associated with Mycobacterium lepromatosis and its
role in the severity of leprosy reactions need to be defined.

This World Leprosy Day, we celebrate the reduced overall
prevalence of leprosy, the humility of individuals and
dedication of philanthropic institutions that are involved
in lessening the global effects of this disease. This day also
provides an opportunity to performareassessment of leprosy
as a remediable injustice that goes beyond the widespread
deploymentof MDT. The focus of the elimination campaign,
which is on the employment of biomedical interventions,
has proven to be insufficient. The indicators to define success
in leprosy control, which have moved from addressing the
prevalence of the disease to reducing its incidence, and more
recently to preventing disability, offer incomplete approaches
to this complex disease.

Whatare the reasons for the persistence of leprosy despite
the widespread deployment of MDT to endemic areas? The
continuous transmission of leprosy in many resource-poor
settings indicates that many people in the world have limited
access to good education, sanitation, health and social
services and are affected by forced migration.>* Leprosy
does not occur in an ecological and societal vacuum. Thus,
a vertical approach to control or eliminate the disease is
insufficient. Leprosy is one of many neglected diseases—
including tuberculosis, lymphatic filariasis, Chagas disease
and other tropical diseases—that is related to poverty
and maldistribution of wealth. The global leprosy control
programme has been successful in delivering MDT but
leprosy is too complex for a simple elimination model. We
believe that attaining a leprosy-free world requires social
autopsies, which are assessments to highlight the importance
of social and non-biological forces contributing to the
continuous occurrence of leprosy and its sequelae (“beyond
the numbers”).This approach will help in the implementation

of comprehensive horizontal interventions which invest
in human and social capital and the overall well-being of
affected individuals and communities. Additionally, optimal
strengthening of healthcare systems and fostering of health
equity are necessary to reduce the current unfair social
arrangements that contribute to the persistent occurrence of
leprosy and other neglected infectious diseases. Leprosy is
an ancient disease that offers an opportunity to learn about
its ecological expression of social inequalities, historical
power of stigma and the endurance of the human spirit.
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